










Empowering People Experiencing Usher Syndrome as Participants in Research
Michelle Evans
London South Bank University, 103 Borough Road, London, SE9 0AA UK 
E-mail: evansm9@lsbu.ac.uk
Abstract
Engaging people from marginalised groups such as the deafblind and Usher communities to participate in research has historically proved challenging, mainly due to communication differences between participants and researcher. Therefore an approach called ‘Multiple Sensory Communication and Interview Methods’ (MSCIM) was developed and used when conducting research with people who are deafblind and have Usher syndrome. This article considers the value of using MSCIM by critiquing the data collection and interview methods used by the author in a qualitative research study with twenty participants aged 18-82 who experience Usher syndrome. Communication and interview methods were participant led with communication methods including: Clear speech, visual frame British Sign Language (BSL), hands on BSL, deafblind manual and written communication. Participants were given the choice to be interviewed face to face, over the telephone, via Skype (video/no video) or email. Whilst this approach was natural in the researcher’s role as a sensory social worker, within the study  this approach led to a measure of  unexpected equalising between the researched and the researcher and explored how empowering individuals from marginalised groups as  active participants in  research contributes to inclusivity and promotes trustworthiness in research. 




The  report  ‘I fear for my future’ (Sense 2014a) highlighted that deafblind people are becoming marginalised as a result of becoming increasingly isolated and excluded within society.  Marginalisation is defined as “making or treating as insignificant” (Thompson 1996: 609). Within this deafblind group, Usher syndrome is one of the main causes of acquired deafblindness in the United Kingdom (UK). However, surprisingly very little attention has been paid to it (Ellis and Hodges 2013), especially when people who experience deafblindness/Usher syndrome can experience marginalisation due to challenges faced with communication, living independently and safe orientation (Bodworth et al 2011, Sense 2014a). As well as encountering extraordinary challenges on a daily basis people with Usher syndrome receive inadequate support, especially in relation to their communication needs (Sense 2014a). More research is therefore essential to provide greater understanding into this group’s experiences, and improve support and services to meet their needs (Wylie et al 2013).  However, people with Usher syndrome remain under-represented in research studies (Sense 2014a, Ellis and Hodges 2013) and so it is important to consider how to increase their participation in research. 
Usher syndrome is a rare inherited condition and approximately 3-6% of people born D/deaf  will develop it (Genetic Alliance UK 2012). Capital ‘D’ Deafness refers to people who are culturally Deaf. The person is likely be profoundly Deaf and would not consider their sensory difference to be a disability. They would consider themselves part of a minority group with its own history, culture and linguistics and be proud of this. In 2003 British Sign Language attained official language status. Whereas a small ‘d’ deaf person is likely to be previously hearing or if profoundly deaf born into family where primary communication is oral/voice. This person is more likely to consider themselves disabled. 
Usher syndrome is primarily characterized by deafness caused by an impairment of the auditory nerve which prevents sensory transmission to the brain (sensorineural hearing loss) accompanied by Retinitis Pigmentosa (RP - retinal cell degeneration), which can lead to progressive loss of central and peripheral vision. There are three types of Usher syndrome, Types I, II and III. People experiencing type 1 are usually born profoundly d/Deaf and start to experience reduced vision in early years possibly the first decade. Children sometimes experience problems with their balance and have difficulty walking (Moller et al 2009). People with type II generally experience reduced hearing but are not born d/Deaf. They have no obvious balance difficulties. Visual difficulties start in the second decade or as they get older with sight and hearing loss varying from person to person (Sadeghi et al 2004). The person with type III may not realise they have Usher syndrome until later in life as they initially have no obvious hearing, sight or balance difficulties. Losses occur gradually. (Pennings et al 2003). The Usher type experienced by a person can influence their language and communication preferences, for example people who experience types II and III would most likely communicate via speech, whereas a person experiencing type I may use British Sign Language (BSL-Table 1).  There is no way of predicting the prognosis of Usher syndrome for an individual, as the condition is unpredictable. A person's sight could deteriorate very quickly or they may still see to read when over 50 years (Sense 2014a).  Whilst it is a condition in which people experience sensory impairment, it is an invisible condition as there are no visible outward signs (Sense 2014a).  Although the term sensory impairment could refer to loss of one or more senses e.g. sight, hearing, touch, taste etc. for the purpose of this article sensory refers to the loss of sight, hearing or both.
Whilst research has been conducted with people with sensory impairment (Percival et al 2006, Bolt 2005) few studies have been undertaken with people with Usher syndrome (Ellis and Hodges 2013, Damen et al 2005, Côté et al 2013, Wahlqvist et al 2013, Högner 2015) and only a few, included participants from the UK (Damen et al 2005, Kyle and Barnett 2012, Ellis and Hodges 2013).
People who experience deafblindness are noted to be “seen not only as a vulnerable group” (Simcock 2016:1) but as "some of the most vulnerable members of society” (Simcock and Manthorpe 2014:2325). However, this is not the case for all people with sensory needs/requirements some of whom may not consider themselves to be disabled or vulnerable but rather as members of a linguistic/cultural minority group (Ladd 2003, 2008). 
However, the case of Beverley Lewis is an example of vulnerability due to inter alia, deafblindness which led to extremely severe consequences as recorded by Simcock and Manthorpe (2014). Beverley Lewis was a young black deafblind woman who died in 1989 aged just 23 years and weighing under 4 stone; she was found wrapped in newspaper in squalid conditions.  Her mother was known to have mental health issues and repeatedly refused services and support. On the day that Beverley Lewis died, her mother was admitted to hospital and she was later diagnosed with schizophrenia. This case highlights that it is essential for people, who experience deafblindness to have a voice and be heard as otherwise serious consequences could occur. 
Whilst further research is essential in order to enhance understanding of the experiences of people who have Usher syndrome, their communication differences could affect their participation in research. The aim of this article is to critically review an approach to communication that was used during research interviews in a study that explored the life experiences of people who have Usher syndrome. The approach entitled ‘Multiple Sensory Interview and Communication Methods’ (MSCIM), aimed to foster research engagement through participant led communication and interview methods.  The article will also consider the social model of disability in relation to the research conducted and the epistemological, methodological and ethical issues that may arise in translation and interpretation of interviews that use different communication methods. The article will consider how empowering individuals from marginalised groups to be active participants in research can contribute to inclusivity and promote trustworthiness in research. Finally, the potential for applying MSCIM in a wider context will be considered.
Background to the research 
The researcher’s interest in the flexible use of communication and interview methods developed during data collection for a phenomenological study of adults with Usher syndrome as part of a PhD research study that was approved by a university research ethics committee. All participants gave written or verbal informed consent for the interviews. The aim of this study is to better understand the diagnosis of, living with and experiences of people with Usher syndrome, the effects it has on transition into adulthood and the effect on independence and aspirations. 
The researcher had worked previously as a sensory social worker whose communication and interview methods in practice were service user led and therefore it was natural to approach sensory research in the same way. However, during the conducting of twenty individualised interviews, it became apparent that by utilising the participants’ chosen communication methods a measure of equalising between participants and the researcher took place. This was unanticipated as developing disability research that contributes to empowering marginalised groups, rather than being oppressive, can be a challenge (Oliver 1999). In most studies the researcher is in a position of power because they decide which questions will be asked, how data will be interpreted and how results should be presented (Caretta and Riaño 2016).  However, this paper considers how using MSCIM during data collection can contribute to a measure of equalising within the research relationship. 
Communication and interview methods used to conduct interviews 
The various communication methods used in MSCIM and a brief description of each of these will first be provided, followed by a summary of the combinations of communication/interview methods and the number of sessions chosen by the participants. The social model of disability will offer the theoretical underpinning as this model proffers that people are not disabled by their individual  impairments but by the disabling barriers they face in society when appropriate adjustments to meet their needs are not applied (Oliver 1983, 1990, Bricher 2000, Kitchin 2000, Bolt 2005, Oliver 2013). 

Application of the social model of disability in research is crucial, but in order to challenge the power-loaded relationships, a dialogue or communication in which there is a “collaborative process of knowledge production” (Caretta and Riaño 2016:2) is fundamental.  An exchanging of knowledge has the capacity to “create an inclusive space”, which can contribute to empowering the participant and lead to a “more balanced relationship between power and knowledge” (Caretta and Riaño 2016:2).

The consideration of participation in research from a social model perspective highlights that the communicative choice is essential for the reduction of communication barriers for people who experience disability, Usher syndrome, deafblindness, or other sensory needs.  Oliver posits that there is a “firm distinction between the researcher and the researched” (Oliver 1992:102), based upon the “belief that it is the researchers who have specialist knowledge and skills” (Oliver 1992:102). However, whilst the researcher for the current study had specialist knowledge and skills both in sensory communication and as a researcher, the balance of power was altered by the very fact that the communication and interview method was participant led. As a result, the researcher’s first language or preferred interview method was not always the chosen option. Thus issues of inequality within the research relationship although not eliminated, were reduced. Within research relationships, the extent to which research methods disable participants may vary but MSCIM was found to be crucial in this study as people with sensory needs are all different and use different types of communication.  Table one shows the variety of communication methods chosen by participants and used by the researcher during the conduct of the twenty interviews. 
Table 1: Communication methods used in the interviews
Clear speech	Use of clear speech: voice not too loud or too soft and good articulation. Light and environment are utilised to enhance sound and quality of speech. 
Written communication	Communication by use of the written word using a range of formats e.g. large or extra-large print.
Visual frame signing - British Sign Language (BSL)	BSL signing within the individual visual field of the person with Usher syndrome (who has restricted sight) to enable utilisation of residual vision.  (Sense 2014b)
Hands on signing BSL 	Based upon BSL - enables the person to feel the signs. With this system, the deafblind person follows the signs by placing his/her hands over those of the signer and feels the signs produced. 
Deafblind manual alphabet	A method of spelling out words directly onto the sight impaired/severely sight impaired person’s hand. Each letter is denoted by a particular sign or place on the hand (Sense 2014b). 

It was interesting to note the link between choices participants made. For example where the participant chose visual/tactile methods of communication e.g. visual frame BSL, hands on signing BSL and deafblind manual, their preferred interview choice was face to face, whereas participants who chose a clear speech method of communication primarily chose telephone or email interview methods. 
Whilst an individual may be described as being deafblind, levels of sight and hearing loss can vary, therefore communication methods chosen by a person who experiences Usher syndrome/deafblindness will differ too (Sense 2014a).  Whilst it could be argued the most appropriate way to interview a person with a sensory requirement may be a visual communication method for example BSL, Table 2 illustrates the variety of preferred communication methods chosen by the participants which were individualised by the researcher to undertake the interviews. 
Table 2: Communication and interview methods chosen by the participants and number of sessions required to complete interviews
Participant 	Interview method	Communication or combination of communication methods used	Number of  sessions
P1	Face to Face/Email	Clear speech, visual frame BSL, written communication	3
P2	Face to Face	Clear speech	1
P3	Email	Written communication	3
P4	Face to Face	Visual frame BSL, Hands on BSL, Deafblind Manual	1
P5	Face to Face	Visual frame BSL, Written communication	1




P10	Skype with video	Clear speech	1
P11	Telephone	Clear speech	1
P12	Telephone	Clear speech	1
P13	Face to Face	Clear speech	1
P14	Email	Written communication	2
P15	Email	Written communication	1






There were differences in the number of sessions that were used for each participant’s interview; 14 interviews were conducted in one session whilst 6 required more than one. The number of sessions conducted reflected the participant’s chosen interview method; where more than one session was conducted, it was due to email being used. In most cases interviews conducted via telephone, face to face, or Skype (video/no video) were completed in one session. One participant chose Skype with the video off, explaining that this was fairer; the participant could not see the researcher due to the sight loss and the researcher could not see the participant as there was no video. This participant’s choice led to some equalising between the researched and the researcher, which at the time of the interview was not anticipated. The other participant who selected Skype chose to have the video on, expressing that they did not mind either way. Whilst Deakin and Wakefield (2014:603) posit that “face to face interviews remain prominent” they acknowledge that “innovative communication technologies such as Skype have facilitated new modes of communication". Two participants initially chose email interview and then decided to change their interview method to that of face to face.
Having explained the communication and interview methods used to conduct interviews in the current study, these data collection methods used will be critiqued next.
Critique of data collection methods used
Some participants were initially hesitant about being interviewed as they had previous negative experiences, for example within employment, education or acquiring benefits. Participant 7, when sharing an experience of a Job Centre interview, commented:
“I was forced to go to the job centre my brother had to take half a day off. I went there with a red and white stick [red and white cane indicates a person is deafblind, as opposed to a white cane which indicates visual impairment] and personal listener wires, I used headphones. She still said to me at the end there ‘could you please look at the monitor and check what I have written’? I started waving my stick around and said ‘I can’t see the monitor let alone the text’. She said ‘we still think you should apply for work’. I don’t need all this sorry, I put letters in front of her from [specialist eye hospital] hospital and from the [Ear Nose and Throat hospital] and then she just ignored it all”.
This participants experience highlights that awareness of Usher syndrome needs raising, so that professionals, society and the general public understand the implications of the condition.   However, in addition, the experience confirms the importance of using MSCIM when  conducting interviews in a variety of contexts, such as health, education, policing and social care  as well as when conducting research. Acknowledging and addressing individual communication needs may empower and encourage participants to engage in research and to be more willing to share personal experiences. 
Whilst it is essential to take communicative and sensory needs into consideration during research, each method has strengths and limitations. For example, when using telephone interviewing it is not possible to observe body language and incidental gestures, which may be important in the interview process (Kvale 2013). However, telephone interviews could empower participants as the researcher cannot see their reactions and body language and only hears what the interviewee wants them to. The use of Skype may be advantageous for the participant as that the location is flexible; geographically the participant could be anywhere (Deakin and Wakefield 2014).However the research process may be hindered by poor reception or transmission resulting in interruption of the participant’s or the researcher’s train of thought. Another disadvantage with using Skype could be that sensitive issues may be in the process of being discussed and suddenly the transmission stops.  It is apparent that whichever method is used there are always strengths and limitations.
Empowerment in the research process and its contribution to inclusivity
As previously highlighted, participant empowerment and some equalising occurred when the video facility on Skype was turned off at the participant’s request. There were also other situations where participant empowerment and equalising of power occurred, for example, during interviews where the participants chosen communication method was not the researcher’s first language. 

Whilst the participants may have felt dis-empowered by the nature of their  impairment or because they were subjects of research, the researcher was dis-empowered by not always knowing which communication or interview method the participant would choose and being the one to use their second language, not their first language. For example the researcher was expecting one participant (P4) to communicate using visual frame BSL but as the interview progressed, deafblind manual and hands on signing were also used. The researcher was disadvantaged when the participants chose to communicate using visual frame BSL, Hands on BSL or Deafblind Manual. Whilst the researcher has acquired sensory communication skills, as a hearing person whose first language was spoken English, it was not possible to be as fluent or as efficient as a person for whom visual frame BSL, Hands on BSL or Deafblind Manual is their first language (Temple and Young 2004, Obasi 2014). However, whilst not the case for the researcher, for some hearing people, BSL may be their first language, for example, a hearing child who is raised by one or more parents/guardians or carers who are Deaf (Children of Deaf Adults: CODA) may be bilingual and achieve native fluency (Hoffmeister 2008, Orlansky and Bonvillian 1985).

The other empowering factor was related to the participants’ choice of geographical dimension of place or location for the interview. Although the “geographical dimension of place can fundamentally affect the nature of knowledge accessible through a range of methodological techniques” (Anderson et al 2010:590), the participants could choose a space where they felt comfortable to share their experiences, which were often of a sensitive nature. Anderson et al (2010:596) further suggested that the geographical dimension of place should be given an explicit role in the method in order to help “harness the agency of place in the methodological encounter”. Therefore whilst the use of MSCIM positively contributed to a measure of equalisation within the research process, conceivably so does the participant’s choice of geographical location. 

Promoting inclusivity and trustworthiness in research 
Within social work, the principle of inclusivity not only contributes to best practice but also supports the collection of unique data from people who may not otherwise have participated (Bellinger and Elliott 2011). It is essential to recognise that the capacity and resilience of people who use services contributes to inclusivity and is core not only to the social work profession but also to research carried out with service users. Cossar and Neil (2015) highlighted that social work as a profession encourages respect for service users and promotion of their rights/values; this core principle should arguably be reflected in social work research too. Furthermore, Bellinger and Elliott (2011) consider the practicalities of managing  inclusive research  while not compromising reliability by maintaining the connection between “good practice and how the research was conducted” (Bellinger and Elliott 2011:710). The use of MSCIM within the study supported inclusivity but also, promoted trustworthiness of the research. The concept of trustworthiness in qualitative research has attracted much scrutiny and debate (Shenton 2004, Patton 2002, Finlay 2006, Guba and Lincoln 1985). 
One of the biggest challenges in qualitative research is how to assure the quality and trustworthiness of the research (Finlay 2006). Trustworthiness includes rigour, believability and plausibility of the research and can be described as a belief in the truth or reliability of something or someone (Koch 2006, Anney 2014). Believability relates to an acceptance of what is presented to be true, while plausibility concerns the reasonableness or probability of the research (Koch 2006, Anney 2014).  Promoting trustworthiness is an important aspect of this research study; it may be difficult for people with Usher syndrome to share their experiences with a researcher and so the data needs to be trustworthy so that the research can benefit others. Participant 13 commented:-
“It’s like this survey. It is not going to help me directly, it’s of no benefit to me now and it’s no benefit to me to talk about this, it does not help me at all because I really don’t like talking about it. I have talked about it many many times and it does not help me. I am only doing this for other people”.
This comment led the researcher to critically reflect on the importance of the research being trustworthy, so that the participant's views were conveyed in a credible manner. In order to share their personal experiences, the participants needed to feel confident that their experiences would be taken at face value, rather than being translated or interpreted (Giorgi 2009). For example, where participants chose a tactile form of communication e.g. visual frame BSL/hands on BSL/deafblind manual, the interview was both audio (with voice-over) and video recorded. Voice over occurs, where a hearing person interprets, using clear speech, the comments made by the person using the visual form of communication.  Voice over was possible as the participant chose to have someone of their choice who was hearing and who was able to communicate using clear speech and a combination of visual forms of communication. This approach was essential to the study because BSL has its own grammatical structure and a hearing researcher, whose first language is English, could be “oblivious” to their own limitations in translation and also “some of the signed nuances may be lost in translation” (Obasi 2014:73). With reference to her own study Obasi (2014) described how one sign  could have had a number of representations in English, for example, a sign in which the hand is clawed and “circulated in the lower stomach area” (Obasi 2014:73) could have indicated anxiety, apprehension or fear. The inclusion of voice over during the interview reduced misinterpretation in translation, thus increasing the trustworthiness of the data.  Having access to both audio and visual recordings of the interview enabled the researcher to cross reference and ensure the interview content was truthful during the process of translation. 
Epistemological, methodological and ethical issues in translation and interpretation
Phenomenological research is considered to have strong epistemological foundations because experiences are the source of knowledge (Dowling 2007, Racher and Robinson 2003). The use of the social model of disability as a framework for this study sought to address epistemological concerns relating to the research relationship, power balance, oppression and autonomy, with communication and interview methods being participant led. Another factor that was considered in the research conduct was the provision of appropriate support to enable participants to share their knowledge and experiences. Whereas, Damen et al (2005) described provision of support for people with Usher syndrome to complete questionnaires in their survey, in the current study participants’ choice to utilise voice over was used as a support mechanism. 
The methodologically oriented researcher will question how to avoid inaccuracies within their research (Kvale 2013). In this current study, the researcher needed to consider methodological issues that arose in translation and interpretation of data. However, Kvale (2013) questions whether we can ever get to know what the subjects really mean. The researcher chose to use descriptive phenomenology (Giorgi 2012) as in this methodology experiences expressed by participants are accepted as a given rather than being open to interpretation. Whilst it could be argued all experiences are open to interpretation, taking participant comments at face value will minimize the possibility of interpretation occurring (Giorgi 2012). Also utilised in the interviews was the concept of back translation (Edwards 1998, Temple and Young 2004) to agree with the participant what has been said was correct. 
Kvale (2013) suggested that ethical considerations go further than the actual interview situation and are rooted in the interview inquiry in its entirety. He further highlighted that “ethical issues permeate research” and the interviewer needs to be able to “create a stage where the subject is free and safe to talk of private events” (Kvale 2013:8). Whilst Kvale’s (2013) views could apply to any research using interviews, in sensory research interviews it is particularly important for participants to feel comfortable with translation and interpretation of their experiences. In the current study, voiceover was utilised when the participant’s first language was BSL, but voiceover could also be used to support anyone whose first language is not English or to enable a person to maximize residual hearing. Ethical issues can arise where data are collected using different forms of communication methods or different languages and the research involves translation and interpretation (Temple and Young 2004). To avoid misrepresentation in translation and interpretation, communication and interview methods should be individualised with a significant degree of flexibility. Also as Temple and Young (2004) noted, disseminated work  should clearly outline that a variety of communication methods/languages have been utilised rather than presenting the data  as having been collected in the language of the researcher. 
An additional ethical issue that could have arisen in the study related to personal intrusion (Stalker 1998) or intrusion of privacy. To prevent any feelings of intrusion only data that the participants were willing to share was translated, interpreted and transcribed. For example one participant talked off camera about personal familial Usher experiences but was unwilling for these comments to be used within the research, and this request was respected. 
Whilst qualitative research is fundamental to understanding participant experience (Kvale 2013), as highlighted briefly above, there are epistemological, methodological and ethical issues that need considering. Researchers can attempt to be as accurate as possible with regard to interpretation and translation but the very fact that alternative languages are being used may affect complete precision. The next aspects to be considered are applicability and consistency.  
Applicability and Consistency
Applicability refers to the findings from the research and whether they would be applicable, relevant or appropriate to other studies. Whilst this study specifically focused on people living with Usher syndrome, findings that related to areas such as the need for greater awareness being raised and the essentiality of family support could be applicable in other areas of sensory research or disability, such as experiences of people with visual impairment, D/deafness (Young et al 2008) or  physical  impairment. A further component could be the applicability of the data collection methods used as MSCIM could be applicable to other research studies, such as with people whose first language is not English. Gaining high quality data through using the participants’ preferred methods of communication and interviewing could contribute to the richness of the data quality and achieve greater accuracy.
This study’s consistency was demonstrated through the detailed descriptions of how the data collection was conducted, thus enabling other researchers to understand the methods used. Additionally, the use of MSCIM could positively affect consistency. The researcher’s sensory experience from a professional perspective could have influenced the findings and therefore it was important to maintain neutrality.  This was achieved through using descriptive phenomenology (Giorgi 2009), which ensured that findings arose from participants’ own experiences. Additionally the researcher’s reflexivity contributed to the promotion of neutrality. Berger (2015) explains reflexivity as being a constant internal discussion and critical self-evaluation of the researcher’s position within the research. As a reflexive researcher there was a constant questioning of self to ensure that prior professional experience did not impact on the current study. However, there are also some advantages to the researcher having prior knowledge and experience which may encourage participants to be more willing to share experiences, as they may perceive the researcher to be more understanding and sympathetic to their situation.  In the current study with people who are living with Usher syndrome participants, enquired if the researcher had knowledge of sensory equipment or issues and when details of professional sensory experience were provided participants gave positive responses:
“Oh you have a lot of experience then?”(Participant 17)
 “I use a neck loop. Do you know what a personal listener is? Aah so you know” 
(Participant 7)

The researcher’s professional sensory knowledge also contributed to consistency and flow of the interview as participants did not have to stop and explain what they meant when describing sensory equipment or relaying any other sensory experiences or issues. 
Future potential of using MSCIM 
Whilst this article has focused on MSCIM in relation to research with participants experiencing Usher syndrome, consideration should be given for its use in other research areas.  MSCIM can apply across a variety of settings that require flexibility, adaptability and the use of multiple methods. As highlighted earlier, MSCIM could be beneficial where research participants experience other areas of sensory need/disability (visual impairment/D/deafness), or, physical disabilities, or when the participants first language is not English. Whilst the researcher undertaking the current study had sensory communication skills, other researchers may speak more than one language, which could be useful. Additionally for some languages, there are different dialects/regional speech/local standards patterns associated with a single language and that may require the researcher to be flexible and adaptable throughout the interview process. 
Sadler et al (2010) highlighted that research recruitment of people in hard to reach populations “might be harder to reach because of a variety of personal or sociodemographic characteristics” (Sadler et al 2010:369). The use of MSCIM within the interview process may enable research to be conducted with people who are hard to reach due to personal or sociodemographic characteristics such as prisons or remote geographical areas. In addition, interviews could take place where the researcher and the researched are in different countries thus opening up international research opportunities without the expense that such research would usually incur, such as travel and accommodation costs etc. The use of Skype with the video off or email could allow a participant to remain unseen and maintain a degree of control and anonymity if that was their choice. Moreover, in some areas, internet access is not available thus alternative interview methods may be necessary, for example conducting the interview by written communication e.g. letter. 
There is also the potential for practical application in a range of other interview settings such as policing, job centres or health environments.  Within police interviews, where the person with the sensory need could be the victim or the perpetrator, the use of MSCIM could be advantageous as individualised approaches being used could reduce time and lead to more positive outcomes. Where the person with sensory needs is a victim, the interview method may be more person-centered and sensitively carried out if using an MSCIM approach. For example, where a person has been the victim of a physical/sexual assault, the interview being conducted from a person-led perspective with the victim choosing the location, interview method and communication method, could be empowering and influence the quality and quantity of the information that the person is willing to share.  As highlighted earlier, with the experience of participant 7, other sectors, such as job centres may benefit from using MSCIM as an approach. Within health environments the use of the MSCIM model could be advantageous, for example, if a person is asked to share their medical history or other background information as part of their assessment.  The use of MSCIM may encourage the person to feel a little more relaxed in what could be a very stressful situation, as they are using methods that they feel comfortable with rather than trying to fit into the interview and communication methods of the healthcare professional who is asking the questions. These examples highlight that MSCIM is flexible, adaptable and participant led, and has the potential to be used in any environment that requires interviews to be conducted using a variety of communication methods. Furthermore, MSCIM contributes to participants in research being empowered and thus they may be more willing to engage in the research/interview process. 
Limitations of MSCIM
When using MSCIM in research there are undoubtedly limitations to be considered. Firstly the researcher needs to have a range of communication skills at their fingertips and the ability to switch between communication methods/languages smoothly and flexibly. In the current study, as the participant’s choice of communication method was not always identified until the interview began, the ability to switch between methods of communication/language was essential. The second limitation related to the challenges of translation and interpreting the results generated from using a range of communication methods. This issue was discussed in the section, ‘promotion of inclusivity and trustworthiness in research’ and highlighted that the use of audio/visual recordings and voice over enabled translation to be cross referenced thus ensuring the interview content was correct. 
Conclusion 
This article has contributed to the limited published literature relating to the lived experiences of people who experience Usher syndrome by discussing how ‘Multiple Sensory Communication and Interview Methods’ (MSCIM) were used to promote inclusivity and empower people with Usher syndrome during their participation in research. The issues considered were raised due to the experiences shared by people who have Usher syndrome and who contributed to the current research. The article also considered promotion of inclusivity and trustworthiness in research and epistemological, methodological and ethical issues that may arise in translation and interpretation, due to the conducting of research in a language different to the researcher’s own.   As a result of the communication and interview method being participant led, the researcher found that participant empowerment and some equalisation of power in the research relationship with participants occurred.  As highlighted earlier, participants contributing to disability research may experience inequality due to the fact that they experience disability (Oliver 1992).   However, in the current study, the interview/communication method and location for the interview being participant led, contributed to the power dynamics shifting more towards the participant than the researcher, a situation that is unusual when conducting research with vulnerable, marginalised groups.   It would be a positive step towards reducing marginalisation and empowering people with Usher syndrome if Usher awareness was raised and people with Usher syndrome, and those with all sensory requirements, were listened to using their preferred communication and interview methods with MSCIM offered not as a privilege but as a right.  
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